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The main objective of this thesis was to examine the use and effects of Dementia Care 

Mapping in care for older people with intellectual disabilities. The increased life-expectancy 

of people with intellectual disabilities is giving rise to increasing rates of dementia and related 

behavioural changes. This has its impact on the provision of care by professional care staff and 

creates a need for new knowledge and skills. Dementia Care Mapping is a promising method 

to support ID-care staff in their daily work with ageing clients with intellectual disabilities. This 

first chapter describes the background, key concepts, objectives of the study, and introduces 

the research questions, a brief study design, and the outline of the further thesis. 

 

Psychosocial consequences of ageing for people with intellectual 
disabilities  

In the past few decades the lifespan of people with intellectual disabilities has greatly 

increased.1-3 Intellectual disability (ID) can be defined as a disorder with onset during the 

developmental period that includes both intellectual and adaptive functioning deficits; it is 

characterised by significant limitations both in intellectual functioning and in adaptive 

behaviour, as expressed in conceptual, social, and practical adaptive skills.4-6 European usage 

commonly categorises ID into four levels: mild, moderate, severe and profound.5,6 This 

categorisation indicates the wide range of intellectual disabilities, and the associated range of 

intensity of need for support and care. This wide range of need for support and care increases 

even more with the ageing of people with ID, due to the increasing likelihood of age-related 

cognitive, social, psychological and biological conditions.7-9 Many of these age-related 

conditions occur more frequently and usually earlier in people with ID than in the general 

population.10,11  

One of these age-related conditions is dementia. Dementia is a clinical syndrome, or a 

combination of various clinically recognizable signs and symptoms. In general, these 

symptoms can be divided into three clusters: decline in cognitive abilities, decline in non-

cognitive abilities and decline in activities of daily living (ADL).5,6 As defined, this increasing 

loss of function in multiple cognitive domains from a previously higher level interferes with 

daily life and does not occur in the context of delirium or another mental disorder.5,6 Dementia 

may be caused by various underlying diseases, including Alzheimer’s disease, vascular 
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dementia, Lewy body dementia, frontotemporal dementia and Parkinson’s disease.12 

Dementia involves a wide range of changes: in memory, functional capacity, communication, 

personality, and behaviour. These consequences can result in behaviour like agitation, 

resistance, depression and apathy.13-16 They pose behavioural and care concerns such as 

wandering, sleep disturbance and incontinence, and may present with auditory and visual 

hallucinations.2,17,18  

Dementia strongly impacts the lives of those who have ID, as well as their house-mates 

and care staff.1,19,20 In contemporary care for older people with ID, it is recognized as a major 

challenge.12,21 It is important to distinguish intellectual disability from dementia: intellectual 

disability refers to an individual’s baseline level of functioning, whereas dementia is a 

significant decline from that level.21 Although the diagnosis of dementia in people with ID is 

complex due to pre-existing deficits and different presentation, its prevalence is estimated to 

be 18% at the age of 65.21,22 This prevalence is even higher among people with Down’s 

syndrome, 68-80% of whom have developed dementia by the age of 65.23,24 In fact, in this 

group the average age of onset of dementia is the early 50s, much younger than in the general 

population.25,26  

People with ID generally age in the residential care organisation where they have lived 

throughout their lives, either in their current group home or in a group home specialised in 

ageing people with ID.27-29 Many older people with ID have not lived independently, have not 

married or had children, and have very limited informal support networks as their parents age 

and die.28 This underlines the importance of long term relationships with care staff, because 

the way of expressing wishes is not always understandable for people less experienced with 

people with ID.18,30-32 Staff who provide long-term care to the same clients may recognise 

changes in their actual needs as a result of their experience with and knowledge of clients’ 

behaviour, habits, personality and life histories. Nevertheless, age related changes imply 

changes in the nature and intensity of support, involving consequences for the nature of care 

provided by staff for older people with ID.33  
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Consequences for the job contents of staff providing care to ageing 
people with intellectual disabilities  

Formal care staff are key in supporting older people with ID,32,34 but can encounter difficulties 

in dealing with the changing psychosocial, age-related conditions of their clients, especially in 

cases of dementia.35,36 In ID-care services, many employees have built long term, staff-client 

caring relationships with their clients, which distinguishes this setting from many other 

healthcare settings.37 Care staff describe their work with people with ID as increasingly time 

consuming and increasingly stressful as their clients grow older. Moreover, the nature of 

support and care changes with the ageing of clients; more time is spent in supporting 

individuals in their activities of daily living (ADL) and in nursing, especially as dementia 

advances.17,34 For example, the nature and task of providing support and care becomes 

contrastingly different in mid- and end- stage dementia: for people with mid-stage dementia, 

ADL and daily support take the greatest amount of time, but for people with end-stage 

dementia the emphasis shifts to ADL and nursing care, combined with comforting and 

symptom relief.17,31,38,39 Care staff also perceive dealing with behaviour of clients with 

dementia as challenging, as it takes extensive time and effort.17,18 For example: supporting 

clients who wander; ensuring that clients do not get lost or injure themselves; supporting and 

comforting clients who are sad, restless, agitated or anxious; and intervening when clients 

cause friction with housemates by being noisy and physically or verbally aggressive.17,18 This 

complexity of issues experienced by care staff can lead to a loss of focus and a tendency to 

react to separate deficiencies, instead of to the person as a whole and his or her needs and 

wishes.7  

Increasing attention is currently being paid to ageing in place, i.e. keeping older clients 

in their current residence, even when they have an increasing need for care and support 

because of life changes or declining health.7,40 Care staff are strongly committed and 

motivated to keep older clients with dementia in their own homes, and to care for their clients 

in their own environment, up to the very end.38,41,42 However, staff often lack the knowledge 

and skills to adapt to clients’ changes in needs and dependency.32,43-45 They often experience 

difficulties and feelings of guilt and distress in coping with what they perceive as challenging 

behaviour; this in turn decreases their self-esteem, which can influence the staff–client 

relationship.46-51 The high commitment of ID-care staff to ageing in place often makes them 
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unaware of possible obstacles to provision of quality care.28,45,52-54 Furthermore, the lack of 

knowledge and skills can lead to low job satisfaction, stress, and burnout on the part of staff, 

and a reduced quality of life for clients.46-49,55,56 Therefore, care staff urgently need 

psychosocial methods to support them in addressing their ageing clients’ changing needs and 

behaviour so as to provide them with good care and a dignified life situation.36,44,45,57  

 

A new paradigm in intellectual disability care due to ageing: an 
overview  

In the Netherlands, older people with ID usually live and grow older in group homes where 

they receive residential care. In each group home live a small number (between 4 and 12) of 

people with ID in need of care and support.58 This care and support includes all aspects of day-

to-day life, including activities of daily living (ADL) and day care activities. Support is provided 

by ID-care professionals, mostly social workers (68%), followed by nurses (20%) and certified 

nursing assistants (8%), most of them (85%) trained at vocational level, and some (8%) having 

a bachelor degree.31,59-61 The nature of ID-care and support changes as the clients age in place.  

Traditionally, ID-care places a major emphasis on the empowerment of clients, on 

promoting the acquisition of skills, and on helping them to reach individual independence. 

Also important is realisation of the highest possible level of community participation.38 These 

concepts remain important components of ID-care. Yet, this ‘activating’ approach is less 

practical when trying to help persons with ID to cope with ageing, increasing disability and 

decline, as well as the increasing need for ‘caring’ and symptom relief.31,38 These needs call for 

new types of care.34,45 ID-care organisations are willing to train their care staff in this changing 

type of care.36 Such training must include an evidence-based method, enabling professionals 

to effectively upgrade their knowledge and skills to support their ageing clients.13,43,45,53  

ID-care employs a wide variety of methods and approaches for providing care to people 

with ID. The choice of a certain method, training or approach depends mainly on staff’s own 

demands.62-65 However, the methods used often lack either a theoretical or methodical base, 

and are seldom evidence-based.66 Of the myriad methods used in the Netherlands, only six 

have been found to be evidence-based,66 only three of which are suitable for care of older 

people with ID:67 Education and Support Program (aimed at people with profound intellectual 
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and multiple disabilities; PIMD),68 Triple C (aimed at people with ID in combination with 

behavioural and psychological problems),69,70 and Gentle Teaching (aimed at people with 

behavioural problems, whether or not with ID).71 None of these methods are aimed at people 

with ID and dementia.  

 

Person-centred care as promising option to improve care for older 
people with ID and dementia 

Person-centred care is especially promising in care for older people with ID and 

dementia.7,34,72 ‘Person-centred care’ evolved from the field of dementia care, and in recent 

years the term has been closely linked to the concept of ‘good‐quality care’.73,74 Person‐

centred care is strongly connected to Tom Kitwood’s concept of personhood in dementia, 

developed in response to the biomedical reductionist view of persons with dementia.75,76 

Personhood refers to the relational aspects of being human, and the importance of being in 

an inclusive psychosocial environment where people recognise you as a person with a unique 

personality and life history.73-75,77,78 Kitwood’s view model highlights the relational 

components of personhood, engaging both the ‘cared for’ and the ‘carer’ in its construction 

and maintenance.76  

Kitwood proposes that fulfilment of five psychological needs is essential if the person 

with dementia is to experience well-being: the need for attachment, comfort, identity, 

inclusion and occupation; these come together in the central need for love (Figure 1).79 

According to Kitwood, meeting the whole cluster of needs enables a person to experience 

well-being.80 On top of recognising psychological needs as central to well-being, the person-

centred approach underscores how difficult it can be for people with dementia to meet their 

own psychological needs.81 Kitwood stressed that this is because of the nature of cognitive 

and functional impairments associated with dementia (e.g. language and executive function) 

makes it difficult for people with dementia to meet their own needs.77,79,81 To meet these 

psychological needs, person-centred care provided by professional staff should comply with 

four major elements summarised in Brooker’s VIPS-framework: (1) a base that asserts the 

absolute value of all human lives, regardless of age or cognitive ability; (2) an individualised 

approach, recognising the uniqueness of the person; (3) understanding the world from the 
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perspective of the person; (4) positive social psychology, allowing the person to experience 

relative well-being.78,82,83  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 1. Kitwood’s flower of psychological needs of people living with dementia79 

 

Several studies have shown that professionals and experts advise the use of person‐

centred care as a guiding principle in providing quality of care for older people with 

ID.7,32,34,54,84,85 Person-centred methods are associated with psychosocial benefits for both 

people with dementia and their care staff, but also for people with ID (whether or not with 

dementia) and their care staff.72,86 The methods of person-centred care enable staff to tailor 

care to the needs of individual clients, which may in turn yield more productive interactions 

between the clients and their care professionals.72,87,88 Furthermore, person-centred care 

involves a collaborative approach of staff to coordination of care.74,89 Studies focused on staff 

caring for older people with ID showed training to be satisfactory and supportive when it was 

consistent with the principles of person-centred care, when it was tailored to people with ID, 

and when supported in solving problem issues in practice, e.g. by a manager or behavioural 

specialist.34,90 Such methods can be derived partly from residential geriatric dementia 

care.84,85,91 However, most person-centred methods used in ID-care are derived directly from 

| 18 

| Chapter 1



19 

routine dementia care and have not been specifically adapted to ID-care, and they are often 

used in an unsystematic way,66 which limits their effectiveness.45 A person-centred method to 

support staff in the care of older people with ID is currently lacking. 

 

Dementia Care Mapping as good practice in routine dementia care; 
also for people with intellectual disabilities? 

Dementia Care Mapping (DCM), a person-centred intervention originally designed to support 

dementia-care staff working in psychogeriatric nursing homes, is promising as a support to 

staff caring for older people with ID and dementia. It might improve their knowledge and skills 

in providing daily care. DCM is rooted in Kitwood’s psychosocial theory of personhood in 

dementia, as described above. DCM is an person-centred observational tool to increase the 

quality and effectiveness of care for people with dementia from a person-centred approach, 

aiming at higher job satisfaction of staff and quality of life of residents.77,92 Studies on DCM 

applied in psychogeriatric nursing homes found that it reduced negative affective behaviour 

as well as physical and verbal agitation in people with dementia.93,94 Use of DCM also 

decreased stress and risk of burnout on the part of staff, and increased their job 

satisfaction.93,95,96  

DCM consists of repeated cycles of systematic observation, feedback to staff, and 

development of action plans (see Box 1 and Figure 2). A full cycle includes the following steps: 

first, the DCM-mappers (observers) systematically observe four clients for 4 to 6 consecutive 

hours in communal areas in a group home. The results of the observations are analysed and 

reported to the staff, to help them understand clients’ behaviour in the context of their lives 

and their care.97 The feedback is intended to increase the insights and awareness of staff as 

to their own and clients’ behaviour, and enhance staff-client interactions.92 Based on the 

feedback, the staff make action plans at individual and group levels, directly applicable in daily 

care. These action plans lead to improved competences, performance and interactions on the 

part of staff. More detailed information on the DCM procedure is provided in Box 1. 
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Box 1. Dementia Care Mapping: person-centred care in action 
 

Dementia Care Mapping (DCM) is an intervention developed by the Dementia Research Group at Bradford University to 
improve the quality and effectiveness of care from the perspective of people with dementia 97. It is based on Kitwood’s 
social-psychological theory of personhood in dementia.77 DCM was designed as observational tool to develop person-
centred care for people with dementia in nursing homes.92 Person-centred dementia care can be specified as: valuing 
people with dementia (V); using an individual approach that recognises the uniqueness of the person (I); making an effort 
to understand the world from the perspective of the person (P); and providing a supportive social environment (S) 78. DCM 
has three main components: 
 

A: Mappers’ training in DCM 
A staff member receives training to become a certified DCM mapper. A basic DCM mapping course includes four days of 
basic concepts and skills. To participate in research a mapper must achieve the level of advanced mapper. Required for this 
is a three-day course focused on the background and theory of DCM, and person-centred care. An advanced DCM mapper 
can observe (map) care with an inter-reliability score of ≥0.8, report the observation, provide feedback, and instruct staff 
in drawing up action plans.92 
 

B: Organisational introductory briefing  
Before the mapping (systematic observation of the actual care) takes place, the basic principles of DCM and person-centred 
care are explained to the complete staff of a group home, to ensure endorsement and appropriate implementation 92. 
 

C: DCM cycle: observations-feedback-action plan 
The introductory DCM organisational briefing day is followed by a DCM-cycle, consisting of: 

1. Observation, analysis and report. A mapper observes four to six residents in communal areas for 4 to 6 hours. For each 
5-minute time frame a code is noted to record what happened with each resident and the associated behaviour of the staff. 
The DCM coding protocol contains 23 behavioural category codes (BCCs), well/ill-being (WIB) values of clients, and personal 
detractions (PDs) and personal enhancers (PEs) in staff-client interactions.97 PDs and PEs refer to staff behaviour and are 
often related to the WIB values in the interpretation of observations. After analysis the observations are included in a 
report. 

2. Feedback. The results of the mapping are communicated verbally to the staff. The purpose of this feedback is to discuss 
and gain insight into residents’ behaviour in the context of both their lives and the care.97 The feedback is complemented 
with knowledge of dementia and person-centred care. Feedback is presented in a non-threatening way and is intended to 
enhance staff awareness of their own and residents’ behaviour and of staff-resident interactions, thereby motivating them 
to improve their competencies, performance and interactions.92 The feedback is supported by the written report. 

3. Action plans. Based on observation and feedback, the staff draw up action plans to improve care at individual and 
group levels. Action plans are tools to implement theoretical knowledge of dementia and the principles of person-centred 
care in daily practice, and to increase uniformity of care. 

 
Figure 2. Dementia Care Mapping intervention components and cycle (based on: Van de Ven (2013))92 
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DCM has a number of characteristics that are promising to support ID-care staff in their 

daily work with ageing people with ID: it is a structured psychosocial, cyclic method based on 

the principles of person-centred care, and makes use of structured direct observations.98-100 

Furthermore, staff are directly involved in the development of improvement actions (in 

cooperation with, rather than directed by, physicians, psychologists, behavioural specialists); 

DCM supports timely initiation of tailor made interventions and allows for adaptations to 

clients’ needs, at various levels in the organisation.101 The use of DCM in care for people with 

ID is new; available studies on DCM in ID-care are few and small.98-100 Research on the 

feasibility and effectiveness of DCM in ID-care is currently missing.  

 

Objective of the thesis and research questions 

The main objective of this thesis was to examine the use and effects of DCM in care for older 

people with ID and dementia. This resulted in the following research questions: 

1. Is Dementia Care Mapping feasible in care for older people with intellectual disabilities 

and dementia? 

2. What is the effect of Dementia Care Mapping on job satisfaction and caring skills of ID-

care staff?  

3. What is the effect of Dementia Care Mapping on the quality of life and wellbeing of older 

people with intellectual disabilities? 

4. What are the reach, efficacy, adoption, implementation, and maintenance of the first use 

of Dementia Care Mapping in care for older people with intellectual disabilities? 

5. What are the experiences regarding the use of Dementia Care Mapping in ID-care from a 

professional perspective? 
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Figure 3. Design of three studies on ‘Dementia Care Mapping in the care for older people 
with ID’, as included in this thesis
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Design of the study 

The thesis is based on three studies regarding DCM: a feasibility study, a quasi-experimental 

study on effectiveness in professionals and clients, and a process evaluation (Figure 3). We 

first set up a study to assess the feasibility of DCM in care for older people with dementia 

(research question 1). We then recruited ID-care organisations aimed at older people and 

located in the north of the Netherlands, to assess the feasibility of using DCM among staff, 

using focus groups in two group homes (N=15), and using semi-structured, face-to-face 

interviews with group home managers (N=2), DCM-mappers (N=2) and DCM-trainers (N=2). 

We consulted experts from DCM-Netherlands, and DCM-UK (Bradford University), and other 

experts on DCM, dementia and ID-research to validate our conclusions on the feasibility of 

DCM in the care for older people with ID and dementia.  

Second, we performed a quasi-experimental study comparing DCM with care as usual, 

using a baseline measurement and follow-up measurements in 23 group homes for older 

people with ID (research questions 2 and 3). From all care staff involved we collected data on 

self-reported job satisfaction, person-centred care-skills and quality of dementia care (N=227). 

Staff were involved in the direct provision of care in these homes, i.e. supporting clients in all 

aspects of day-to-day life, including activities of daily living (ADL) and day care activities. 

Moreover, we collected data on all clients living in the group homes (N=224), with or without 

dementia, regarding their quality of life (QoL) as reported by direct care staff and a close 

relative. 

Third, we set up a process evaluation both to gain insight into the use and 

implementation of DCM and to examine the experiences of professionals with DCM in ID-care 

(research questions 4 and 5). We obtained detailed in-depth data from all professional users 

(N=55), using focus group discussions and face-to-face interviews after each application of the 

DCM cycle in twelve group homes. We also used these data to report on the experiences of 

professionals in using DCM in daily care for older people with ID. Moreover, using open and 

closed questions in the follow up questionnaires in the quasi-experimental study, we collected 

quantitative data regarding the opinion of staff members on DCM (N=136).  
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Outline 

Chapter 2 describes the results of the feasibility study of DCM in care for older people with ID 

and dementia (research question 1). Chapters 3 and 4 present the results of the quasi-

experimental trial, aimed respectively at the job satisfaction of staff (research question 2) and 

at the quality of life of older people with ID (research question 3). Chapter 5 describes the 

process analysis of the first use of DCM in ID-care according to the RE-AIM framework 

(research question 4). Chapter 6 presents the results of the mixed-method study on the 

experiences and (dis)advantages of staff and managers with DCM in ID-care (research 

question 5). Chapter 7 summarises and discusses the main results of the thesis in their broader 

theoretical and practical context. We also discuss a number of more general methodological 

considerations for this kind of research. Finally, we reflect on the implications of our findings 

for practice and for future research. 
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